Introduction
The cadre of individuals who are living after a diagnosis of cancer is growing steadily. In developed countries, as many as 78% of pediatric patients are alive five years following diagnosis, as are 60% of adult patients (Curtiss & Haylock, 2006) . At present in Canada, about one million individuals are living as cancer survivors (Canadian Cancer Society, 2008) . With the anticipated increase in the incidence of cancer around the world and the success of treatment approaches, it is anticipated this cadre will continue to grow.
Unfortunately, cancer survivorship does not come without cost. It is becoming increasingly evident there are late and long-term effects cancer survivors experience, both physical and psychosocial, that can compromise quality of life and increase the burden of suffering. Compared to matched population controls, cancer survivors have significantly lower outcomes on many burden of illness measures and experience difficulties accessing appropriate health care for a broad range of chronic medical conditions (Yabroff, Lawrence, Clauser, Davis, & Brown, 2004; Earle & Neville, 2004) . A history of cancer may shift attention from important health problems unrelated to cancer and the roles of primary care providers and specialists in cancer care of survivors are not yet clear.
As well, quality of life issues are different for survivors than for individuals at the point of diagnosis and treatment. Cancer survivors face a range of physical and psychosocial challenges. Up to 75% of survivors have health deficits related to their treatments (Aziz & Rowland, 2003) , more than 50% live with chronic pain (Lance Armstrong Foundation, 2004) , 70% have experienced depression (Lance Armstrong Foundation, 2004) , and between 18% and 43% have reported emotional distress (Vachon, 2006) . Regardless of tumour type, there are commonly reported challenges: living with fear and uncertainty; changes in family roles; alterations in self image and self esteem; changes in comfort, physiological functioning and mobility; alterations in cognitive functioning; changes in employment and recreation; altered fertility and sexuality (Aziz & Rowland, 2003; Denmark-Wahnefried, Aziz, Rowland, & Pinto, 2005; Ganz, 2001; Lance Armstrong Foundation, 2005) . Clearly, cancer survivors are a vulnerable population. New approaches are needed to overcome the barriers cancer survivors experience and ensure they receive appropriate care.
Progress in cancer survivorship policy
The most significant work to date in the arena of survivorship has occurred in the United States, although other countries (including Finland, Australia, and New Zealand) have been working toward national strategies for cancer survivorship. Recognition of the emerging issues related to cancer survivorship led to the creation of the Office of Cancer Survivorship in 1996 in the United States. The organization's mandate is to enhance the quality and length of survival of all persons diagnosed with cancer and to minimize or stabilize adverse effects experienced during cancer survivorship. The Office of Cancer Survivorship conducts and supports research that both examines and addresses the long-and short-term physical, psychological, social, and economic effects of cancer and its treatment among pediatric and adult survivors of cancer and their families. Over the years, several significant publications have appeared documenting the current knowledge about cancer survivorship and encouraging action at the policy and program level (Institute of Medicine [IOM], 2003 [IOM], , 2004 [IOM], , 2005 . These documents provide an excellent summary of the current knowledge about cancer survivorship.
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Cancer nurses have also been providing leadership for cancer survivorship in the United States. Under the auspices of the American Nurses Association and the Oncology Nursing Society, workshops have been held to draw together experts in the field and gather the evidence that is a foundation for survivorship care (Curtiss & Haylock, 2006) . Given the roles nurses hold, the various settings in which they work, and the relationships they have with their patients, they are in an ideal position to learn firsthand about the challenges cancer survivors face and see ways to resolve these issues. More recently, a workshop was held with nurse representatives from organizations across the United States and representatives from the International Society of Nurses in Cancer Care to develop the Prescription for Survivorship (Haylock, Mitchell, Cox, Temple, & Curtiss, 2007) . This document is an excellent resource and guide for cancer nurses who want to be leaders in cancer survivorship.
Purpose of article
Until recently, cancer survivorship has had very little attention in Canada. However, that situation is now changing. This article will describe the approaches taken in our country with the aim of improving interdisciplinary care for cancer survivors. Working at a country-wide level, we have been able to create and advance a national agenda for cancer survivorship. Awareness of the issues has been increased and survivorship has become a priority to action in policy and research arenas.
Recognizing the emerging challenge
In Canada, the need to pay attention to the emerging cancer survivorship challenge was recognized within the ReBalance Focus Action Group of the Canadian Strategy for Cancer Control. This group was created in 2002 to provide national leadership for changing the cancer system in such a way that patient and family needs would be better served. During the deliberations within the ReBalance Focus Group, it was recognized there is a growing cadre of survivors in Canada, these individuals continue to struggle with unresolved issues, and relatively little attention had been paid to designing programs or interventions for this population. With the estimated increase in the number of individuals who would be diagnosed with cancer over the next decade and the improvements in treatment, this population is expected to grow considerably. Clearly, new approaches are needed.
In 2006, with the creation of the Canadian Partnership Against Cancer, an independent organization funded by the federal government to accelerate action on cancer control for all Canadians, the ReBalance Focus Group became the Cancer Journey Action Group and championed the cause of cancer survivorship. A plan was enacted to create a national agenda. The steps in the plan included: 1) conducting an environmental scan (and literature review) regarding cancer survivorship; 2) holding a national stakeholder workshop, and 3) gathering data about the needs of cancer survivors. Each of these initiatives will be highlighted below while full reports for all of these aspects of the work can be found at www.partnershipagainstcancer.ca.
Environmental scan of cancer survivorship in Canada Aims and objectives:
The initial step in setting the agenda for cancer survivorship was to establish a clear understanding of care delivery for cancer survivors across the country. An environmental scan was crafted to accomplish this goal with the following specific objectives: 1. to explore the nature of and extent to which cancer survivorship conceptualization, research and practice are underway in Canada, 2. to identify some key Canadian contributions to cancer survivorship initiatives, and 3. to identify resources from the literature that may prove useful in future cancer survivorship efforts in Canada.
Methods
A literature review and series of key informant interviews were conducted for this environmental scan. The literature review was not exhaustive given the background literature that has emerged regarding this topic (Ganz, 2007) . The focus of this review was on publications related to program development in Canada. The key informants were identified through a network or "snowball" approach, as well as contacting individuals who were designing or offering survivorship programs across this country. The focus of the interviews was on understanding conceptualizations of survivorship and the nature of the programs that were being offered. In total, 47 individuals were interviewed including professional experts, community members and/or survivors. For many, their roles cut across practice, education and research.
Key findings
The interview data revealed that there are different definitions of cancer survivorship operating across the country. Some definitions conceptualize survivorship starting at the point of diagnosis, while others pinpoint survivorship following the end of primary tumour treatment or at the five-year post-treatment point. Some stated that they embraced the idea of survivorship starting at the point of diagnosis, but realized that for program planning there would be merit in selecting a point at the end of and following primary treatment. Even with this focus, there is concern about what is done and said during treatment that would set the stage for survivorship. Clearly, this is an area for further investigation.
Overall, interviewees believed that cancer survivorship care in Canada is "patchy" and, overall, not of high quality. Participants recognized that cancer survivors are not a homogeneous group with respect to needs or risks and much more effort is needed to understand these variations. Work is also needed regarding prevention, surveillance, intervention, and coordination of care.
Significantly, there is a need for development and implementation of appropriate models of care, guidelines, and follow-up care plans. Increased collaboration between the cancer care systems and broader health care systems, including the community, was seen as imperative for future improvements in care.
Research was also identified as an important and required activity. The field of cancer survivorship is becoming more recognized as a valuable topic and Canada has researchers with a reputation in this field. Because of the availability of population data and a somewhat lower dependency upon politics and advocacy than other countries for funding and the identification of research priorities, Canada is well placed to provide leadership in cancer survivorship research. However, to make this happen, we would need to raise awareness about the need for this research, identify and agree upon priorities and topics, develop stronger collaboration across organizations, and develop stronger mechanisms for funding (Table One) . A small planning group provided the overall direction for the workshop and its organization. The invitees to the workshop included a cross-section of professionals, volunteers/peers, and survivors. A total of 84 individuals attended the workshop, including 34 cancer survivors. Participants attended from British Columbia, Alberta, Saskatchewan, Manitoba, Ontario, Quebec, New Brunswick, Nova Scotia and Newfoundland/Labrador, as well as the United States and Australia.
The workshop began with a series of plenary presentations to share current knowledge about cancer survivorship in Canada, United States and Australia, and to review the findings from the Canadian Environmental Scan. The participants then engaged in a series of small group discussions over a day-long period. The groups had preset questions and both a group facilitator and a note-taker were assigned to each table for each conversation. The groups discussed the following questions: 1. What are the key issues facing cancer survivors in Canada? 2. What are the priorities for action concerning these key issues? 3. What are the implications for clinical care, education, and research flowing from the priorities identified?
The overall priorities were selected following the presentation of the discussion group reports to the whole group. The selection of the overall priorities was based on the items that were commonly identified across all the discussion groups. The seven priorities were not rank ordered, as participants thought they were all important. The priorities identified form the basic planks for the national cancer survivorship agenda (i.e., action plan).
Findings
The dialogue regarding key issues during the group discussions emphasized how varied the notions about cancer survivorship are across the country. As a result, there was much confusion about where the emphasis for action needed to be placed. Repeatedly participants emphasized the diversity of experiences and the variation in survivor needs. Living with cancer clearly continues after treatment is finished, but the exact pathways may vary dependent upon the type of cancer, treatment that was given, and stage of the disease. No one approach is going to be effective for everyone. Participants emphasized the need for strong leadership and for clarity in use of language. There was debate about using the words "survivor" and "survivorship" with some participants suggesting "thriver" would be more appropriate.
The group discussions also emphasized the need for care to be holistic-to be provided in a comprehensive manner that attended to the full range of survivor needs. Clearly, there are physical effects, but there are also psychosocial issues that continue to plague survivors. Better access to information and resources is needed and attention must be paid to the economics and cost burdens survivors incur. Guidelines, standards of care, care plans for follow-up, and transitions coordinators were all named as tools that would be useful if they were implemented.
Finally, research was highlighted as being critically important. Research evidence is needed to develop guidelines, follow-up protocols, and programs of support. In particular, this evidence needs to be generated in the Canadian environment. Many participants emphasized the need for collaboration amongst researchers and organizations, increased funding for survivorship research, and knowledge exchange models to guide the work. Closer ties between research and practice were recommended to accomplish widespread dissemination of cancer survivorship knowledge into practice settings. Additionally, collaboration within and beyond the cancer care community is imperative.
In the final analysis, seven priorities were identified, but not rank ordered. The priorities that will form the national agenda for cancer survivorship include the following:
• establishing national standards and guidelines for survivorship care
• identifying appropriate models of care delivery to meet the long-term needs of cancer survivors • developing and implementing of survivorship care plans • promoting survivorship research • ensuring effective knowledge translation • facilitating a comprehensive communications plan • promoting a consortium of national cancer advocacy groups.
Gathering survivor perspectives in two provinces

Aim and objectives
Significant effort is needed to develop a comprehensive understanding of the needs of cancer survivors across Canada. In an effort to start this process and begin to gain some insight regarding how to access this community, the Cancer Journey Action Group was able to participate in two provincial symposia organized for cancer survivors in 2008. (One provincial symposium had already occurred in Nova Scotia prior to this step being undertaken. The Nova Scotia report is available on www.cancercare.ns.ca.)
Methods
Participation in the provincial symposia provided an opportunity to gather perspectives on issues and challenges for survivors from their perspectives. This opportunity allowed us to begin to understand the needs of cancer survivors within the Canadian context.
In St. John's, Newfoundland, in May, the 9th Annual Breast Cancer Survivors Network hosted more than 200 women for a threeand-a-half-day conference. Individual surveys designed to elicit needs and concerns were distributed to all participants as they entered the plenary session. A total of 95 completed surveys were returned at the end of the session (response rate 41%). Following the plenary presentation about the work of the Canadian Partnership Against Cancer, small group discussions allowed the women to talk about their perspectives with one another and identify priorities for action. The discussion group time lasted about 60 minutes. Each group was given a page with instructions for the discussion and for documenting their responses. Each group was asked to identify issues facing survivors, select the top three or four, and make recommendations about what could be done to improve each of the top three items. The discussion sessions included all women divided into 32 small groups. Each group selected its own leader and person to take notes. In Toronto, Ontario, in November 2008, the first province-wide survivorship conference was hosted by the Ontario Division of the Canadian Cancer Society. Each of the 200 attendees was alerted to copies of an individual survey at their tables as they joined into a plenary session. The attendees were invited to complete the survey and leave it at the conference registration desk or return it by mail. A total of 55 surveys were submitted (response rate 27.5%).
Findings
Of the 95 individual responses from the Newfoundland conference, 36 women had been diagnosed in the past five years while 31 had been diagnosed between five and 10 years and the remainder had been diagnosed more than 10 years ago. Sixty-five reported living in a rural setting. Responses were categorized as positive comments when respondents indicated there was "no issue" or "no concern" in a need area or actually wrote a description about a positive event (i.e., "I feel a lot better now than I did"). Responses were categorized as negative comments when respondents indicated there was an issue or a problem or lack of necessary assistance. Table Two highlights the seven supportive care need areas and the nature of the responses described by the survivors at both provincial conferences. Clearly, many individuals were continuing to struggle with challenges in some areas following the cancer treatment. Women emphasized the value of information, communication, support, navigation and access to supportive services as key aspects for coping successfully as survivors. The summary from the group discussions at the Newfoundland conference is presented in Table Four . The most frequently identified issues for survivors concerned 1) lack of followup care and support, 2) having to travel to treatment, and 3) lack of information/poor communication.
These issues were also identified as priorities for action in addition to the issue of lack of continuity and consistency in professional care. Repeatedly, the comments described uncertainty regarding who was in charge of their follow-up care and to whom they ought to go for specific issues. The interface between cancer care and primary care was often missing. Access to relevant and consistent information was seen as key to being able to cope and knowing where to go for assistance. Acknowledgment by health care professionals about the legitimacy of the ongoing concerns survivors were experiencing was also emphasized. Education about survivorship was cited as important for both health care providers and the public.
Next steps
To implement the national agenda for cancer survivorship, the next step is to formalize a leadership group. This group will utilize a co-chair model where one of the co-chairs is a survivor. At the time of writing this paper, the process was underway to recruit the co-chairs and then populate the working group. It is anticipated this group will mobilize efforts around the agenda, especially for those topic areas where no activity is currently unfolding. Additionally, activity is underway amongst the national cancer research funders to consider this topic area for future funding allocation. Several groups have indicated cancer survivorship is a priority for them (e.g., Canadian Cancer Society Research InstituteLeadership Fund; Canadian Health Institutes of Research-Cancer Advisory Board; Breast Cancer Research Alliance). A national research workshop focused entirely on survivorship was held in British Columbia in November 2008, and the report will be ready soon. It is expected this report will describe priorities for moving a research agenda forward for cancer survivorship.
Discussion and conclusion
There is no doubt about the need for research and program activity in the area of cancer survivorship. The needs of cancer survivors and the experienced quality of life are different from those individuals who are receiving treatment. We have an obligation, after treating these individuals, to assist them in achieving the optimal level of well-being they can achieve and not leave them to bear the suffering of dealing with late and longer-term effects from that treatment alone. It is imperative we take action, as a nation, to implement a national action agenda for cancer survivorship. Skin changes/Scar 7
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